INTRODUCTION
============

Ulcerative colitis has its onset preferentially in young people within the second to fourth decades of life, with a second onset peak when at 60 years of age and older. Its incidence is increasing in developing countries, whereas rates seem to remain stable in developed countries.[@b1-cln64_9p877],[@b2-cln64_9p877]

In a study carried out at the Rectum and Colon Service of Hospital das Clinicas da Faculdade de Medicina da Universidade de São Paulo (HC-FMUSP), an incidence rate of 22 new cases per year was observed, afflicting, with greater frequency, Caucasian people with a higher social-cultural status.[@b1-cln64_9p877]

Even though the death rate is relatively low, its high morbidity interferes significantly with the quality of life of patients, often causing social and workplace anxiety.

Most of the people affected can have their disease clinically controlled; however, as ulcerative colitis progresses, it is estimated that 20 to 30% of the patients will eventually need surgical treatment,[@b3-cln64_9p877] since clinical treatment is no longer effective.

Proctocolectomy with ileal pouch-anal anastomosis has revolutionized the surgical therapy of ulcerative colitis, making it the surgery of choice, especially for young adults, since it removes all of the disease and allows sphincter conservation.[@b4-cln64_9p877]

J-pouch reconstruction, introduced in 1987[@b5-cln64_9p877] and later by Kiss,[@b6-cln64_9p877] is the most commonly used reconstruction due to the volume capacity obtained, simplicity in execution, ease of reaching the anal canal, and elimination of the possibility of spontaneous transanal evacuation. Furthermore, J-pouch reconstruction does not require catheterization like the S-pouch reconstruction does.[@b4-cln64_9p877]

The focus of interest is on studying the quality of life of patients who have undergone proctocolectomy with ileal pouch-anal anastomosis and assessing the systemic, emotional, and social parameters that may interfere with the day-to-day lives of these patients.[@b7-cln64_9p877]

International literature suggests that the establishment of functional parameters takes place a year after the surgery or the closing of the ileostomy, if one is used,[@b8-cln64_9p877]--[@b12-cln64_9p877] allowing time for an adequate evaluation of the results after this period.

The World Health Organization defines quality of life as "the perception of the individual of his/her position in life in the cultural context and the value system in which he/she lives in relation to his/her objectives, expectations, standards, and concerns".[@b13-cln64_9p877] In this definition, it is implied that the concept of quality of life is subjective, broad, and includes elements of both positive and negative impact.

In order to study quality of life after a surgery, the Inflammatory Bowel Disease Questionnaire (IBDQ) is used. It is a reliable measure, has good reproducibility, and reflects the important changes that occur in the health state of intestinal bowel disease patients. It can be used to thoroughly verify the impact, effectiveness, and efficiency of therapeutic measures. The IBDQ has recently been translated and validated into the Portuguese language.[@b14-cln64_9p877]

Using this questionnaire at HCFMUSP, we have studied the quality of life of patients who have undergone proctocolectomy with ileal pouch-anal anastomosis for ulcerative colitis after an average of five years post-operation. At that time, the questionnaire had not yet been validated. It was observed that 73% of the patients claimed that their quality of life was considered great or good after the surgery.[@b15-cln64_9p877]

It has been published in the literature that long-term patients, 10 years or more post-operation, develop a large number of fistulas that connect the ileal pouch to the perineum and vaginal skin, as well as a large number of pouchitis.[@b16-cln64_9p877]

We are not aware of national studies (PUBMED database) that evaluate the quality of life of patients who have undergone surgery ten years earlier. For this reason, we have decided to publish this study, employing the same methodology used in a Masters degree that was presented to, and approved by, the Gastroenterology Department at FMUSP, which was later published[@b15-cln64_9p877] after the IBDQ was validated in Brazil.

The goal of the present study was to assess the quality of life of IBD patients who have undergone proctocolectomy with ileal pouch-anal anastomosis over ten years ago at the Rectum and Colon Services of the Medical School of the University of São Paulo by employing the IBDQ.

METHODS AND MATERIALS
=====================

The study was composed of ulcerative colitis patients who underwent proctocolectomy with ileal pouch-anal anastomosis over ten years ago. These patients have been see at the Rectum and Colon Surgery Ambulatory Services of the Second Surgical Clinic Division of Hospital das Clinicas da Faculdade de Medicine da Universidade de São Paulo since 1985.

All patients who have undergone surgery at Hospital das Clinicas da Faculdade de Medicine da Universidade de São Paulo within the years from 1985 to 1995, who did not require an ileostomy because of post-operative complications or those whose temporary ileostomy had been closed were included in this study.

The patients gave their written consent after being informed by the author of the goals, methods used, and risks and benefits of this research.

Patients who underwent surgery using videolaparoscopy, missed the ambulatorial follow-up, were children, and failed to understand the questionnaire were excluded from this study.

The patients were interviewed during their regular visit for the post-operative observation or through requests made for an appointment via telephone contact.

The author has interviewed the patients using the IBDQ at the Hospital das Clinicas da Faculdade de Medicine da Universidade de São Paulo.

The IBDQ is comprised of 32 items that consider 4 areas (or dimensions): Intestinal symptoms (evacuation frequency, abdominal pain and/or cramps, degree of continence, and evacuation urgency), systemic symptoms (nausea, fatigue, insomnia, and weight loss), social aspects (working ability and social and leisure activities), and emotional aspects (behavior changes, irritability, anger, melancholy, and degree of satisfaction in relation to the surgery).

The questionnaire was multiple choice, consisting of a 7-point Likert scale, with 1 being the worst quality of life and 7 the best. The range of final scores, which results from adding the value of each answer, varied from 32 to 224, with the higher scores being an indicator of a better quality of life.

The length of time needed to complete the questionnaire varied from 15 to 45 minutes. The patient, previously instructed on how to answer the questionnaire, chose from a chart with choices numbered from 1 to 7 the choice that best answered the question posed. The questions were repeated, so as to clarify the patient's understanding that the desired data were those from two weeks prior to the interview.

Clinical studies published in the literature that use the IBDQ[@b17-cln64_9p877]--[@b20-cln64_9p877] simplified interpretation of the data in the questionnaire; the control group typically scores above 200, clinically stable IBD patients score an average of 169, and currently symptomatic IBD patients score below 150. Based on these studies, the following classifications for post-op quality of life were used in this study:

≥ 200 = Excellent

151--199 = Good

101--150 = Regular

≤ 100 = Bad

The scoring of the questions in all realms was transformed in the following way: The 1 to 7 scale was transformed into a 0 to 1 scale such that the values of the variables were altered from qualitative ordinal to quantitative, so as to facilitate statistical analysis and figure disposition.

The chi-square and Kruskal-Wallis tests were used to statistically assess the collected data.

The Pearson's chi-square test and Monte Carlo method were used to verify the existence of significant differences among the results of the IBDQ for different age groups and men and women.

For each area individually and for all of them combined, the Kruskal-Wallis test was used to verify if there were differences in the IBDQ scoring among the groups in relation to the proportions. A significance level of p\<0.008 due to the Bonferroni correction (multiple comparisons) was established for all statistical tests.

The study was evaluated and approved by the Ethics Committee of Hospital das Clinicas da Faculdade de Medicine da Universidade de São Paulo.

RESULTS
=======

Between 1985 and 1995, 65 ulcerative colitis patients underwent proctocolectomy with ileal pouch-anal anastomosis at the Hospital das Clinicas da Faculdade de Medicina da Universidade de São Paulo. From this group, 12 patients still had an ileostomy for several reasons, 12 patients could not be reached because they lived in different states, and 5 patients had died for reasons other than the surgery.

A total of 36 patients were studied, 14 (38.9%) males and 22 (61.1%) females. The average and median ages were 45 and 44 years, respectively, while ages ranged from 28 to 64 years old

Using the classification defined in the Methodology section above for the IBDQ, the quality of life was considered excellent for 9, good for 11, regular for 13, and bad for 3 patients ([Table 1](#t1-cln64_9p877){ref-type="table"}).

When comparing the IBDQ classification to gender, it was observed that the good results were observed predominantly for men; however, do not shows significant difference ([Table 2](#t2-cln64_9p877){ref-type="table"}).

In the same way, when comparing the classification to age, it was observed that the bad results were most often associated with the older patients, but these differences were also not meaningful. Age was divided into two categories: Older than 55 (25% of the patients) or younger than 55 (75% of the patients), where in the results are shown in [Table 3](#t3-cln64_9p877){ref-type="table"}.

By applying the Kruskal-Wallis test using the Bonferroni correction in the comparison among the aforementioned areas, a significant difference (p-value\<0.008) in the quality of life was detected when intestinal symptoms were compared to systemic symptoms (p-value = 0.006) and when systemic symptomso were compared to the social aspects (p-value = 0.007), as shown in [Table 1](#t1-cln64_9p877){ref-type="table"}.

When the questions were analyzed within their own areas so as to identify the differences between the questions and separate those with the lowest scores from those with the highest, it was found that some of them were predominant and have a profound weight in the final scoring of the IBDQ. On the other hand, due to the small number of samples and great number of questions, it was not possible to make comparison inferences; only the descriptive analysis for the study of the questions within their own areas was possible.

In order to better understand the results and simplify the analysis, we named the questions by using keywords included in the questions themselves, as shown in [Figures 2](#f2-cln64_9p877){ref-type="fig"} through [5](#f5-cln64_9p877){ref-type="fig"}.

In the intestinal symptoms area, the lowest score was given for diarrhea (average = 0.58, median = 0.57, and standard deviation = 0.32), while the highest was given for rectal bleeding (average = 0.91, median = 1.0, and standard deviation = 0.17), as presented in [Figure 2](#f2-cln64_9p877){ref-type="fig"}.

By separately analyzing the questions in the systemic symptoms area to identify questions that had the greatest weight in their answers, it was noted that an adequate night of sleep, without having to wake up due to an intestinal problem, was the question that received the lowest score (average = 0.55, median = 0.57, and standard deviation = 0.30). Moreover, this question received the lowest score on the entire IBDQ. In contrast, physical disposition received the highest score (average = 0.68, median = 0.78, and standard deviation = 0.25), as depicted in [Figure 3](#f3-cln64_9p877){ref-type="fig"}.

In the social aspects area, the questions regarding places without restrooms (average = 0.63, median = 0.71, and standard deviation = 0.35) and social appointments (average = 0.83, median = 1.0, and standard deviation = 0.23) received the lowest and highest scores, respectively ([Figure 4](#f4-cln64_9p877){ref-type="fig"}).

Finally, in the emotional aspects area, the questions regarding irritated (average = 0.57, median = 0.57, and standard deviation = 0.28) and pleased and thankful for his/her personal life (average = 0.85, median = 0.85, and standard deviation = 0.20) received the lowest and highest scores, respectively, as shown in [Figure 5](#f5-cln64_9p877){ref-type="fig"}. In addition, the question pleased and thankful for his/her personal life received the highest score in the questionnaire.

DISCUSSION
==========

The evaluation of quality of life should be done through quantitative and reproducible methods. The selection of the instrument should be based on the clarity of its components, definition of the target audience, and disease for which it was developed. In addition, this instrument should be easy to apply and easy to understand and have an appropriate time of use.[@b21-cln64_9p877]

The IBDQ was used in this study since it is a specific instrument with simple language, it has a viable time of use, and it is increasingly being accepted in literature. In addition, it has been translated and validated in the Portuguese language.[@b14-cln64_9p877]

The quality of life for IBD patients after the creation of an ileal pouch was similar to that of the general population, which, according to LICHTENSTEIN et al.,[@b22-cln64_9p877] represents the re-establishment of a good quality of life in the postoperative stage for patients of all ages. FAZIO et al.[@b12-cln64_9p877] observed the quality of life to be excellent or good for 93% of the 645 patients studied after 40 months post-operation.

In our study, a similar result was obtained; however, a less positive result was obtained for the long post-operative period since the patients could have presented pouchitis and other complications. For some patients, surgery could not restore adequate intestinal function and in some cases caused sexual or fertility problems.

The difference in the quality of life between genders was not relevant. Furthermore, the question about sexual activity asked in the systemic symptom section did not present a low score. In fact, this question received nearly the highest score in that section.

The influence of age on the functionality of the ileal pouch was of constant concern in several studies comparing patients of different ages at the moment of surgery. JORGE et al.[@b23-cln64_9p877] studied the recovery of anal sphincter functionality in 22 patients aged 50 years and older and could not identify any differences compared to 50 young patients. Nevertheless, the transitory damage of the inner anal sphincter was more severe in patients aged 50 years and older, even though there was total recovery after the closing of the ileostomy.

DELANEY et al.,[@b24-cln64_9p877] in a study composed of 1895 patients after a four-and-a-half-year follow-up, observed general satisfactory quality of life and functional results even in patients aged 65 years and older. This study, despite the seemingly bad results associated with patients aged 55 years and older, did not provide statistically significant results, showing that the long-term damage in quality of life is small. Therefore, 95% to 98% of the patients in this study would have undergone the surgery again, and the same percentage would recommend it to other patients.

By analyzing the questionnaire answers, 30 to 40% of the variations occasionally observed in the different sections can be explained by four independent variables: Pouchitis, ileal pouch post-operative complications, extraintestinal manifestations, and possible psychiatric disorders.[@b25-cln64_9p877] Regardless of the fact that complication risks are often associated with the ileal pouch, the most frequent being pouchitis, which can persist for long periods, the chance of removing the ileal pouch seems despicable after 10 years post-operation.[@b26-cln64_9p877]

ALMEIDA et al.[@b15-cln64_9p877] studied 30 patients who have undergone surgery at the Rectum and Colon Service at HCFMUSP after an average of five years post-operation, and they observed that 87% of these patients were satisfied with the surgery and that 73% reported an excellent or good quality of life.

We applied the IBDQ to the 30 patients previously interviewed by ALMEIDA et al.[@b15-cln64_9p877] and to 6 other patients who had not been previously interviewed. In our study, we were able to determine an adequate and satisfactory quality of life, similar to that found in the literature.[@b27-cln64_9p877],[@b28-cln64_9p877] More specifically, 85% of the interviewed patients were satisfied and thankful for having undergone the surgery. McLEOD and BAXTER[@b29-cln64_9p877] stated that the satisfaction achieved from having the surgery can be determined by the understanding that the treatment carried out was far better than any other alternative.

The quality of life considered excellent or good for 55.6% of the patients was lower than that formerly found in the ALMEIDA et al.[@b15-cln64_9p877] study, which may be due to individually desired personal expectations, inadequate information about excessively optimistic expectations, and the extent of previously used drug dependency.

In this study, as well as in ALMEIDA et al.,[@b15-cln64_9p877] it could be verified that the intestinal and social areas were the areas that most influenced the results of the quality of life questionnaire. In addition, the systemic section presented the least weight in the final scoring of the IBDQ in both studies.

Biopsychosocial reasons were related to the quality of life. Even though patients reported mental and physical decay in comparison to the general population, after another assessment, they demonstrated a better result than was previously obtained. Medicine and psychotherapeutic methods for pain and managing anxiety can be taken into account when treating these patients so as to improve their quality of life.[@b25-cln64_9p877]

The psychological condition of the patient becomes clear when we observe that certain answers on the questionnaire influence the final scoring, for example, an adequate night of sleep and physical disposition for day-to-day activities, among others.

HAHNLOSER et al.[@b30-cln64_9p877] studied the quality of life in patients who had been observed on a yearly basis. These patients have disclosed that proctocolectomy with ileal pouch-anal anastomosis presents good functional and quality of life results and remained stable even after 15 years post-operation. This same author later presented a case study of a 20-year observation period that showed adequate and satisfactory results.[@b31-cln64_9p877] This study analyzed 1035 patients after a 10-year period and 251 patients after a 20-year period, wherein it was demonstrated that the number of continent patients, both during the day and at night, remained relatively stable. These results notwithstanding, a decrease in nocturnal continence has been noticed.

In our case study, it was noted that the lowest score on the IBDQ was for the question "an adequate night of sleep without having to get up due to an intestinal problem." It is worth mentioning that as the years go by, the sphincter strength declines and obstetrical trauma sequels may occur; that is, inflammatory bowel syndrome becomes more common with age.

These factors should be taken into account when loss of continence is observed after long periods of time.

The personal aspects involved in answering the questionnaire (the disclosure and fear) and the sub-answer trend of the patients, as well as the small number of patients presented in this case study, may influence the results obtained. Nonetheless, the results do not differ greatly from those presented in the literature.

There are few reports on the quality of life of ileal pouch post-operation patients in the national literature, and none of these reports cover a period of more than five years of observation. The high level of satisfaction obtained with this questionnaire shows that the ileal pouch procedure continues to be an adequate surgery with acceptable results, as demonstrated by the highest-scored question on the IBDQ.

The results found by surgeons, in which the patients are pleased to avoid a stoma, makes the procedure of sphincter preservation a focal point. The functional results should not be the only parameter that influences the choice of a procedure.

CONCLUSION
==========

Most of the patients who have undergone proctocolectomy with sphincter preservation and ileal J pouch-anal anastomosis over ten years ago have presented a high score in the quality of life questionnaire (IBDQ). Therefore, it can be concluded that the possibility of sphincter preservation should always be considered, since patients remain clinically stable and have a good quality of life even after a long period post-operation.
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###### 

Quality of life according to the IBDQ scoring

  SCORING - CLASSIFICATION   n           \%   
  -------------------------- ----------- ---- ------
  ≥ 200                      EXCELLENT   9    25
  151--199                   GOOD        11   30.6
  101--150                   REGULAR     13   36.1
  ≤ 100                      BAD         3    8.3

###### 

Correlation between the IBDQ and gender

  IBDQ        GENDER - n (%)   
  ----------- ---------------- -----------
  EXCELLENT   4 (28.6%)        5 (22.7%)
  GOOD        5 (35.7%)        6 (27.3%)
  REGULAR     5 (35.7%)        8 (36.4%)
  BAD         0 (0%)           3 (13.6%)

Chi-square test of exact Monte Carlo, p-value = 0.597

###### 

Correlation between the IBDQ and age

  IBDQ        AGE - n (%)   
  ----------- ------------- -----------
  EXCELLENT   7 (26.9%)     2 (20.0%)
  GOOD        9 (34.6%)     2 (20.0%)
  REGULAR     9 (34.6%)     4 (40.0%)
  BAD         1 (3.8%)      2 (20.0%)

Chi-square test of exact Monte Carlo, valor-p = 0.447
